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What is Type 1 Diabetes (T1D)?
• T1D is an autoimmune disease that 
destroys the body’s ability to produce 
insulin, the hormone that converts food 
into energy.
• We cannot survive without insulin.
• T1D is incurable and irreversible. 
• T1D cannot be prevented.
(Centers for Disease Control and Prevention, 2017; World Health Organization, 2016)
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T1D Management
• Managing T1D is a lot of work, even with technological advances 
(Mackey et al., 2016).
• Management involves
– careful monitoring of blood glucose levels through finger prick tests 
or continuous glucose monitors, 
– Self-administration of synthetic insulin through infusion pump or 
multiple daily injections,
– carbohydrate counting to determine the corresponding insulin 
amount,
– living a healthy, active lifestyle (World Health Organization, 2016).
• Consequences of nonadherence include hyperglycemia and 
hypoglycemia, both of which can quickly lead to seizures, comas, 
and death, and over time, can lead to organ failure and death. 
• Requires constant vigilance and time-consuming adherence 24/7 
(Feldman et al., 2018).
(
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T1D & Social Support
• Managing T1D is easier with social support.
• T1D is a lifelong disease that can emerge very 
early in life, thus the very young and very old may 
depend on others for their diabetes management.  
• In instances of hyper/hypoglycemia, the person 
with T1D will be physically and/or cognitively 
compromised and may need assistance from 
someone else to administer treatment.
(Kelly & Berg, 2018). 
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Social Support & T1D Outcomes
• Social support relates to better diabetes outcomes (de Wit, 
Trief, Huber, & Williang, 2020).
– Lower reported diabetes distress 
– Higher reported diabetes empowerment
– Better glycemic control 
– More frequent adherence behaviors such as blood 
glucose monitoring, exercising, and healthy eating 
(Joensen, Almdal, and Williang, 2013).
• Diabetes-specific social support has been found to be 
even more strongly correlated with positive emotional 
and physical diabetes-related outcomes (Joensen et al., 2016).
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Social Support from Family 
• Family is the most likely source and the most 
potent source for T1D support (Trief, Fisher, & Hopkins, 2020; de Wit, 
Trief, Huber, & Williang, 2020).
• However not all family interactions are healthy 
or helpful, meaning that not all diabetes-related 
“support” offered by family members is actually 
supportive.
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Family Involvement: 
Helping or Hindering? 
• The literature reveals that not all family involvement is 
helpful.
• In one study
– 75% of respondents reported supportive family involvement in 
diabetes self-care
• e.g., compassion, listening, suggesting; actions that support and 
encourages autonomy
– 78% of respondents reported negative family involvement in 
diabetes self-care
• e.g., criticizing, overbearing, bossing; actions that compromise and 
constrict autonomy 
• Even when family members thought they were being 
helpful, they were actually hindering their loved one’s T1D 
management.
(Rosland, Heisler, Hwa-Jun, Silveira, & Piette, 2010). 
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What Helps & What Hinders? 
Supporting & Constricting Autonomy 
• Assistance and support from family members needs 
to be encouraging and autonomy-building, not 
critical and autonomy-constricting. 
• Autonomy has been identified as an important factor 
in diabetes management and treatment adherence.
• If a person feels more autonomous, he or she is more 
likely to adhere to treatment behaviors and have 
better health outcomes.
• Constricting autonomy can cause a person to 
actually believe that he or she is not capable of 
managing life with T1D.
(Kelly & Berg, 2018; Rosland et al., 2011)
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Self-Determination Theory (SDT)
• A theory of motivation (R. M. Ryan & E. L. Deci) 
– People who have T1D must be highly motivated to 
perform all the adherence behaviors required to survive 
and be healthy with this disease. 
• Identifies autonomy as a basic psychological need.
• The literature shows that autonomy-building family 
involvement yields the best outcomes in terms of 
adherence behaviors, and psychological, emotional, 
and physical T1D-related results.
(Ng et al., 2012)
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Autonomy-Building:
Do’s & Don’t’s
• Do
– Be empathetic to emotions and feelings about T1D
– Respect and accept the individual
– Praise individual for adherence behaviors and encourage him/her to 
continue
– Allow individual to have developmentally and situationally 
appropriate amount of choice in handling personal care
– Only take control of the situation when necessary (due to extreme 
hyper/hypoglycemia)
– Offer input in the form of suggestion (rather than in the form of 
opinion)
– Employ active problem-solving strategies (rather than passive 
avoidance strategies)
(Kelly & Berg, 2018; Ng et al., 2012; Rosland et al., 2010; Rosland et al., 2011; Joensen, Almdal, and Williang, 2013; Joensen et al., 2016; Mayberry & Osburn, 2014)
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Autonomy-Building: 
Do’s & Don’t’s
• Don’t
– Control
– Criticize
– Overprotect
– Constrict the individual’s involvement in own T1D care
– Ignore the emotions and opinions of the person living 
with T1D
– “Nag” about maintaining adherence behaviors
– Criticize for “failing” to adhere to management 
behaviors 
– Argue with the person about disease management 
decisions (instead use problem-solving strategies)
(Kelly & Berg, 2018; Ng et al., 2012; Rosland et al., 2010; Rosland et al., 2011; Joensen, Almdal, and Williang, 2013; Joensen et al., 2016; Mayberry & Osburn, 2014)
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Need for New Intervention
• An intervention is needed to aid families in supporting their loved 
one living with T1D. 
• Intervention needs to increase family members’ autonomy-supportive 
behaviors and decrease their autonomy-constrictive behaviors. 
• SDT can guide the design of this family intervention as it identifies 
autonomy as a basic human need. 
• This intervention should be disease-specific as diabetes-specific social 
support is found to be more potent than general support (Joensen, et al., 
2016).
• This intervention can target the individual living with T1D at all ages 
and their families because support and assistance is beneficial for 
people of all ages, especially the very young and the very old (Kelly & 
Berg, 2018). 
• This intervention could result in improved family support for the 
person living with T1D and improved T1D management and 
outcomes.
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Current Interventions
• Mostly pilot studies with mixed results 
(de Wit, Trief, Huber, & Williang, 2020)
• No current frontrunner
• Few are disease-specific or family-centered
• Most are pilot studies targeting adolescents
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Looking Towards the Future…
• Implications for Practice:
– It is important that Family Life Educators equip 
families to best assist and support their loved ones. 
• Implications for Research:
– An exciting avenue for future research includes 
designing and piloting a disease-specific family 
intervention program that is built on SDT and 
focused on promoting autonomy. 
• Implications for Policy
– Until further research has been conducted, we 
cannot officiate policies and protocol. 
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Conclusion
• Managing T1D requires a lot of motivation to 
comply with numerous adherence behaviors.
• Disease-specific social support can lead to better 
health outcomes, especially when the support 
comes from family members. 
• However, not all family involvement is helpful.
• There is a need for a family-centered, disease-
specific intervention that is built upon Self-
Determination Theory and promotes autonomy-
building rather than autonomy-compromising 
family interactions. 
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